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1. INTRODUCTION {#hex12600-sec-0006}
===============

The progressive nature of multiple sclerosis (MS) and associated motor, cognitive and psychological symptoms mean that people with this condition may become increasingly disabled as the disease progresses.[1](#hex12600-bib-0001){ref-type="ref"}, [2](#hex12600-bib-0002){ref-type="ref"}, [3](#hex12600-bib-0003){ref-type="ref"}, [4](#hex12600-bib-0004){ref-type="ref"} Consequently, many people with MS (PwMS), especially those individuals with moderate‐to‐severe disability (ie, significant walking limitations that require support for gait PDDS 3‐7 or EDSS ≥6), often need emotional, physical and instrumental support to manage associated life roles and maintain independence.[5](#hex12600-bib-0005){ref-type="ref"}, [6](#hex12600-bib-0006){ref-type="ref"} Providing this on‐going support falls primarily on the family caregivers[7](#hex12600-bib-0007){ref-type="ref"}, [8](#hex12600-bib-0008){ref-type="ref"} who may spend up to 10 hours per day for caregiving activities.[9](#hex12600-bib-0009){ref-type="ref"}, [10](#hex12600-bib-0010){ref-type="ref"} Together this evidence suggests that the impact of MS does not rest solely on the individual with disease and that PwMS and their family caregivers often need to adapt to its presence as an interdependent caregiver/care‐recipient dyad.[11](#hex12600-bib-0011){ref-type="ref"} The definition of caregiver/care‐recipient dyad adopted for this study is as follows: *the reciprocal partnership of two or more persons who enact caring roles towards one another. This partnership may include the individual with a disease and a close friend or relative usually a spouse, adult child, sibling, unmarried partner, or parent*.[12](#hex12600-bib-0012){ref-type="ref"}, [13](#hex12600-bib-0013){ref-type="ref"}

Researchers have demonstrated that regular participation in physical activity (PA) has beneficial effects on all aspects of health and quality of life for all people including PwMS.[14](#hex12600-bib-0014){ref-type="ref"}, [15](#hex12600-bib-0015){ref-type="ref"}, [16](#hex12600-bib-0016){ref-type="ref"} Yet recent estimates suggest that approximately 60% of PwMS are physically inactive (ie, fail to meet public health guidelines of ≥30 min/d of moderate‐to‐vigorous intensity activity) compared with 23% of the general population.[1](#hex12600-bib-0001){ref-type="ref"} Furthermore, people with progressive subtypes of MS have lower PA levels compared to those who have a relapsing clinical course,[17](#hex12600-bib-0017){ref-type="ref"} suggesting that a higher disability level is associated with physical inactivity.[18](#hex12600-bib-0018){ref-type="ref"} With increasing caregiving responsibilities, family caregivers of people with moderate‐to‐severe MS‐related disability may have limited time and opportunity to participate in PA.[19](#hex12600-bib-0019){ref-type="ref"}, [20](#hex12600-bib-0020){ref-type="ref"}

To date, PA promotion interventions in the MS literature have been individually oriented and focused primarily on individuals with mild‐to‐moderate MS‐disability.[17](#hex12600-bib-0017){ref-type="ref"}, [21](#hex12600-bib-0021){ref-type="ref"}, [22](#hex12600-bib-0022){ref-type="ref"}, [23](#hex12600-bib-0023){ref-type="ref"}, [24](#hex12600-bib-0024){ref-type="ref"} However, the developmental‐contextual model of coping with chronic disease suggests that the disease has an impact on both caregivers and care‐recipients and that dyads who engage in collaborative activities such as PA are more likely to experience better adjustment.[25](#hex12600-bib-0025){ref-type="ref"} Furthermore, research in other chronic disease contexts (eg, cancer and dementia) has demonstrated that a dyadic approach to PA improves several health‐related outcomes for the dyad including muscle strength, physical function and psychological health.[26](#hex12600-bib-0026){ref-type="ref"}, [27](#hex12600-bib-0027){ref-type="ref"}, [28](#hex12600-bib-0028){ref-type="ref"}, [29](#hex12600-bib-0029){ref-type="ref"}, [30](#hex12600-bib-0030){ref-type="ref"} Collectively, this work highlights the importance of targeting the dyad as an equal and interactive unit and suggests that PA promotion interventions that are mutually beneficial to the needs of PwMS and caregivers are warranted.

For researchers and clinicians to effectively promote PA among caregiver/care‐recipient dyads with moderate‐to‐severe MS‐related disability, a comprehensive understanding of the shared PA experiences of these dyads would be beneficial. Qualitative data are extremely valuable for providing insights to guide the development and implementation of appropriate interventions.[31](#hex12600-bib-0031){ref-type="ref"}, [32](#hex12600-bib-0032){ref-type="ref"} However, the majority of qualitative studies on PA among PwMS do so from the perspective of those with mild disability, with little consideration given to the experiences of those with moderate‐to‐severe disability.[33](#hex12600-bib-0033){ref-type="ref"}, [34](#hex12600-bib-0034){ref-type="ref"} Furthermore, no study has documented shared perspectives of caregiver/care‐recipient dyads affected by MS about PA. In response, this qualitative study was undertaken to explore shared perceptions of caregiver/care‐recipient dyads affected by moderate‐to‐severe MS‐related disability about PA. A secondary objective was to identify directions for intervention among these groups in order to inform the development of an intervention that supports their joint engagement in PA. The main question that guided our research was as follows: What are the shared perspectives of caregiver/care‐recipient dyads with moderate‐to‐severe MS‐related disability about PA?

2. METHODS {#hex12600-sec-0007}
==========

2.1. Study design {#hex12600-sec-0008}
-----------------

We chose a qualitative, cross‐sectional, descriptive study design to answer our research question.[35](#hex12600-bib-0035){ref-type="ref"} A focus group method was used, as it facilitates interactive discussion and exchange of ideas among participants.[36](#hex12600-bib-0036){ref-type="ref"}, [37](#hex12600-bib-0037){ref-type="ref"}, [38](#hex12600-bib-0038){ref-type="ref"} Such interactive focus group discussions are reported to provide deep insight into multiple views on health behaviours.[39](#hex12600-bib-0039){ref-type="ref"}

2.2. Setting and participant recruitment {#hex12600-sec-0009}
----------------------------------------

Focus group participants were recruited from three communities with populations ranging from 39 000 to 474 800 located within a single Canadian province. Potential participants were informed of the study through (i) a recruitment phone call to individuals who had participated in a previous study conducted by investigators in our research team and consented to being contacted for additional research projects, (ii) newspaper advertisements and (iii) information flyers distributed through local MS clinics and MS Society chapters.

The principal investigator (PI) or a trained research assistant (RA) conducted a telephone screening using a pre‐defined script developed for this study. During the phone screening, we asked the primary contact person (ie, either the PwMS or caregiver) to provide contact details of a possible partner for the focus group. Once provided, the PI or RA made a separate phone call to the partner to screen for eligibility. Potential participants were eligible to take part in the study if they met the study\'s eligibility criteria in Table [1](#hex12600-tbl-0001){ref-type="table-wrap"}.

###### 

Eligibility criteria for people with MS and family caregivers

  Inclusion criteria                                                                                                                           Exclusion criteria
  -------------------------------------------------------------------------------------------------------------------------------------------- -------------------------------------------------------------------------------------------------------------------------
  1\. ≥18 y old[a](#hex12600-note-0002){ref-type="fn"}                                                                                         1\. Inability to tolerate a 90 min discussion completed entirely in English[a](#hex12600-note-0002){ref-type="fn"}
  2\. Self‐reported diagnosis of MS[b](#hex12600-note-0003){ref-type="fn"}                                                                     2\. Unable or unwilling to attend one focus group and arrange own transportation[a](#hex12600-note-0002){ref-type="fn"}
  3\. A PDDS score between 3 (moderate disability) and 6 (bilateral support required)[b](#hex12600-note-0003){ref-type="fn"}                   
  4\. Providing at least 45 min/d of support to a person with MS who has a PDDS score between 3 and 6[c](#hex12600-note-0004){ref-type="fn"}   

Criterion applies to both people with MS and family caregivers.

Criterion applies only to people with MS.

Criterion applies only to family caregivers.

PDDS, Patient Determined Disease Steps; MS, multiple sclerosis. Support---any emotional, physical or instrumental help offered to a person with MS.

John Wiley & Sons, Ltd

2.3. Participants {#hex12600-sec-0010}
-----------------

A total of 97 individuals (58 PwMS and 39 caregivers) expressed interest in the study. Nineteen PwMS and 22 caregivers decided not to be screened after receiving more information about the study and what was involved. After completing the screening process, nine PwMS and five caregivers were deemed ineligible (due to disease severity or transportation difficulties). Another seven PwMS were eligible but chose not to participate because the group timing was inconvenient. Thirty‐five eligible participants comprising of 23 people with moderate‐to‐severe MS‐related disability and 12 caregivers returned a copy of the signed consent materials, and these individuals were enrolled in the study. A flow chart summarizing the recruitment and enrolment process is presented in Figure [1](#hex12600-fig-0001){ref-type="fig"}.

![Flow chart of study recruitment and enrolment process](HEX-21-181-g001){#hex12600-fig-0001}

2.4. Procedure {#hex12600-sec-0011}
--------------

The focus groups were conducted between April and August 2015. Participants were assigned to groups based on practical reasons (ie, timing and locations where participants were recruited) in order to make participation as straightforward as possible. Each focus group was composed of a mix of dyads and single individuals. These single individuals were PwMS whose caregivers did not attend the groups.

Before each focus group, participants completed self‐reported questionnaires. The PwMS questionnaire captured information on the participants' demographic (age, gender, marital status, education and current employment status) and clinical (type of MS, disease severity, years since diagnosis and impact of MS on walking) characteristics. The caregiver questionnaire captured information on the participants' demographic characteristics (age, gender, marital status, relationship with PwMS, living arrangement, education and current employment status) and general caregiving information (years of providing support).

The PI facilitated all the focus groups, after receiving training from the senior author (MF). One additional member of the research team took notes, noted relevant non‐verbal communication, assisted with logistics and oversaw the audio recording during the groups. A semistructured discussion guide was used (Data [S1](#hex12600-sup-0001){ref-type="supplementary-material"}). All the focus groups were digitally recorded and professionally transcribed.

2.5. Data management and analysis {#hex12600-sec-0012}
---------------------------------

Descriptive statistics were used to report the sample characteristics. Focus group data were analysed using a constant comparative approach.[40](#hex12600-bib-0040){ref-type="ref"} This approach was chosen to enable us to explore areas where the views of each partner converged or diverged in order to produce a shared understanding of the dyad experience of PA. The PI reviewed the transcripts against the digital recordings for accuracy and replaced participants' names with pseudonyms. The PI and RA independently coded the transcripts after multiple readings. The coding process began with making notes in the margins of the transcripts about the participants' comments and what was interesting about them. The next step was to develop an initial list of codes by identifying concepts embedded within the data. During this process, the two researchers compared and discussed their codes until they reached consensus. When disagreements were encountered, the senior author provided guidance. Once all the initial codes were identified, the two researchers met with the senior author to review and refine the codes, as well as develop a coding framework.

The search for themes involved condensing the codes into descriptive categories that offered a conceptualization of the shared dyad experience of PA. Another meeting with the senior author was held, in which a hierarchy of overarching themes and subthemes was discussed. This process was complemented by the development of a thematic map, which provided an overall conceptualization of the patterns within the data and relationships between them. Different iterations of the thematic map were discussed and revised with the senior author to ensure the patterns and suggested relationships represented on the map were consistent with the agreed interpretation of the data. Exemplar quotations were extracted from the transcripts to provide a basis for understanding the themes and their unifying properties. The final themes, subthemes and definitions are provided in Table [2](#hex12600-tbl-0002){ref-type="table-wrap"}. ATLAS.ti v7 software (Scientific Software Development GmbH, Berlin Germany) was used to facilitate data management and analysis.

###### 

Themes, subthemes and definitions generated through the analysis process

  Themes and subthemes                       Definition                                                                                                                                                                      
  ------------------------------------------ ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Cycle of disengagement                     Awareness of limitations                                                                                                                                                        Statements that reflect personal awareness or insights about how issues with body structure and function limit the type of activities PwMS and their caregivers engage in or how to go about engaging in such activities.
  Mourning loss                              Statements where PwMS or family caregivers talk about missing or wishing they could still do activities they used to enjoy but can no longer do because of the presence of MS   
  Drivers of the cycle of disengagement      Statements about factors that make it difficult for PwMS and their family caregivers to break out of the cycle of disengagement                                                 
  Inhibitors of the cycle of disengagement   Statements about factors that enable PwMS and their family caregivers to break out of the cycle of disengagement                                                                
  Cycle of adjustment                        Acceptance                                                                                                                                                                      Statements about coming to terms with the disease and accepting their new identity
  Innovation and modification                Statements reflecting how PwMS continues to work independently or together with their family caregivers to find new options or modify previously enjoyed activities             

PwMS, people with MS; PA, Physical activity; MS, multiple sclerosis.

John Wiley & Sons, Ltd

2.6. Trustworthiness {#hex12600-sec-0013}
--------------------

The strategies recommended by Lincoln and Guba[41](#hex12600-bib-0041){ref-type="ref"} were used to ensure rigour. Dependability and confirmability were achieved using an audit trail to connect the raw data and codes with themes and subthemes. To enhance credibility, two researchers independently analysed the data, discussed and compared findings and consulted with the senior author in case of a disagreement. Each participant was mailed a summary of his/her individual focus group approximately 2 weeks after the group for member‐checking. Each participant was asked to comment on the summaries if inaccuracies were detected. Participants were given the option to decline if they did not wish to be part of this procedure. Of the 35 participants, two declined to participate because of vacation plans, 21 responded and expressed no concerns with the summaries and 12 did not return the feedback form despite three follow‐up attempts. Transferability was achieved by presenting sufficient contextual information and raw data in this paper to allow readers to evaluate the themes and to decide whether they can be applied to their own situations.

3. RESULTS {#hex12600-sec-0014}
==========

3.1. Focus groups {#hex12600-sec-0015}
-----------------

In total, there were six focus groups and each group lasted an average of 93 minutes (SD=17.3; range=59‐107 minutes).

3.2. Participants {#hex12600-sec-0016}
-----------------

Tables [3](#hex12600-tbl-0003){ref-type="table-wrap"} and [4](#hex12600-tbl-0004){ref-type="table-wrap"} display the demographic and clinical characteristics of the 35 participants. The sample was largely female (n=22). PwMS were aged between 37 and 71 years. Family caregivers were aged between 38 and 79 years.

###### 

Characteristics of people with MS who participated in the focus groups

  People with MS (n=23)                      Mean (SD)    Min    Max
  ------------------------------------------ ------------ ------ -----
  Age                                        54.6(9.8)    37     71
  PDDS                                       4.7(0.9)     3      7
  Disease duration (in years)                14.7(9)      1      31
  MSWS--12 score                             68.4(16.7)   38     98
                                             n            \%     
  Gender                                                         
  Male                                       7            30.4   
  Female                                     16           69.6   
  MS type                                                        
  Primary progressive                        5            21.7   
  Secondary progressive                      2            8.7    
  Relapsing‐remitting                        11           47.8   
  Progressive relapsing                      1            4.3    
  Unknown                                    4            17.4   
  Employment status                                              
  Unemployed (unable to work---disability)   17           73.9   
  Retired                                    6            26.1   
  Marital status and living arrangements                         
  Married; living with spouse                10           43.5   
  Married; living with spouse and children   6            26.1   
  Single; living with parents                1            4.3    
  Single; living alone                       1            4.3    
  Single; living with siblings               1            4.3    
  Separated; living alone                    4            17.4   

MSWS‐12, Multiple Sclerosis Walking Scale; MS, multiple sclerosis; PDDS, Patient Determined Disease Steps.

John Wiley & Sons, Ltd

###### 

Characteristics of family caregivers who took part in the focus groups

  Family caregivers (n=12)                                 Mean (SD)   Min    Max
  -------------------------------------------------------- ----------- ------ -----
  Age                                                      57(13.8)    38     79
  No. of years of providing assistance to person with MS   10.9(7)     2      20
                                                           n           \%     
  Gender                                                                      
  Male                                                     6           50     
  Female                                                   6           50     
  Level of education                                                          
  High school                                              2           16.7   
  Technical/trade school                                   1           8.3    
  College                                                  7           58.3   
  Bachelor\'s degree                                       2           16.7   
  Employment status                                                           
  Unemployed (unable to work---disability)                 1           8.3    
  Retired                                                  6           50     
  Homemaker; does not work outside the home                1           8.3    
  Part time (20‐39 h/wk)                                   1           8.3    
  Full time (40 or more h/wk)                              2           16.7   
  Not working (full time caregiver)                        1           8.3    
  Relationship to person with MS                                              
  Spouse                                                   8           66.7   
  Non‐spouse                                               4           33.3   

MS, multiple sclerosis.

John Wiley & Sons, Ltd

3.3. Themes {#hex12600-sec-0017}
-----------

The experiences shared by the participants were captured in three related themes: "PA is a continuum," "cycle of disengagement" and "cycle of adjustment" (Figure [2](#hex12600-fig-0002){ref-type="fig"}). Overall, the participants' experiences of PA as a structured--unstructured continuum were consistent across the focus groups. The cycle of disengagement emerged from statements made by participants engaging in little or no PA. A combination of internal and external issues kept them locked in this cycle. These participants were able to engage in PA when they entered the cycle of adjustment, which occurred over a period of time. Availability and usage of adequate support systems helped them to break out of the cycle of disengagement and enter the cycle of adjustment. In the discussion that follows, the themes and subthemes are described with quotes that illuminate their meanings. At the beginning of each quote, a pseudonym is included with PwMS or CG used to denote a quote from a participant with MS or caregiver, respectively.

![Graphic depiction of study themes and the relationship between themes](HEX-21-181-g002){#hex12600-fig-0002}

### 3.3.1. Overarching theme: PA is a continuum {#hex12600-sec-0018}

To orient the participants to the phenomenon of interest, we asked them to describe what PA meant to them. The main theme that emerged from the analysis of the focus groups was that PA falls along a continuum ranging from highly structured to unstructured activities. This theme was captured in the stories shared by both caregivers and care‐recipients. We heard some dyads describe PA as any structured, planned and supervised activity that is performed within the boundaries of their physical (dis)abilities. These dyads shared examples of aerobic and strength training activities performed in exercise facilities and under the supervision of professionals who have MS‐specific knowledge. This conceptualization of PA was most apparent in stories shared by older dyads residing in larger communities with considerably more access to facilities and services such as subsidized gym memberships.

Jason (PwMS) shared:"When I think of it \[PA\], I think of things like the adapted aquatic classes...what comes to mind are all the kinds of exercises I am able to do at the \[name of facility\] they also have a heated pool which is great..."

Other dyads conceptualized PA in a fairly fluid and unstructured manner. These dyads described PA as any activity accumulated through leisure, everyday occupations and household activities (such as gardening), as well as actions taken while pursuing other goals (such as walking to work). This conceptualization of PA was mostly apparent in the stories shared by dyads affected by a more severe MS‐related disability.

Cody (CG) commented on accumulating PA through everyday household activities."I think of gardening and cutting the grass. Even moving around the house as a caregiver. I find myself doing a lot more stairs, a little more in the garden, a little more outside. And a little more of just the day‐to‐day function around the house."

There were also examples of participants who conceptualized PA as a combination of structured and unstructured activities. This conceptualization was more apparent among PwMS, who discussed that at times (eg, during a severe relapse), they had to "take a break from the routine" \[going to the gym\] and move from the structured towards the unstructured end of the continuum "while recovering from the relapse" (Pat, PwMS).

Despite the wide range of possible activities that were described in the continuum, some dyads reported participating in little or no PA. During the discussions, these same dyads expressed frustration and sadness at their current level of PA. PwMS talked about their daily physical and psychological struggles when trying to be active. Family caregivers, especially those providing care to more disabled individuals, discussed the need to become experts at providing adequate care and safety for their care‐recipients during PA. In addition, these caregivers had to balance the caregiving activities while ensuring that they also were able to participate in and benefit from PA. Although these dyads expressed the desire to stay as active as possible, coping with these challenges and having to balance several dimensions of caregiving often resulted in them being unable to engage in PA. The experiences shared by these dyads were captured in the theme: cycle of disengagement.

### 3.3.2. Theme 2: Cycle of disengagement {#hex12600-sec-0019}

This theme captured the reflections of the dyads on their inability to engage in adequate amounts of PA because of issues related to physical (dis)abilities, loss of independence and the unpredictable changes associated with dealing with MS. Although this theme was consistent across focus groups, it was expressed more clearly among dyads affected by a more severe MS‐related disability. Within this theme, two subthemes emerged during analysis: *awareness of limitations* and *mourning loss*.

#### Awareness of limitations {#hex12600-sec-0020}

PwMS made statements reflecting personal awareness and insights about how bodily issues limit to some extent the type of activities they engage in, as well as how they go about engaging in those activities. Caregivers also described how the limitations experienced by their care‐recipients restricted their own daily routines and participation of the entire family in PA. These same caregivers expressed the need to be constantly vigilant, monitoring the status of their care‐recipient and using it as a determinant of daily activity choices.

Kim (PwMS) commented:"I love to sew and I use a sewing machine. And my right leg is affected and it\'s weak, and the coordination of it. And so I have to really put a lot more energy into sitting down and sewing. I\'m going to have to learn to do it with my left foot so that it\'s a little bit smoother. But that is another thing that it\'s a leisure activity for me that I always enjoyed doing that\'s just a little bit more difficult now because of MS"

Bob (CG) also commented:"Just the speed of walking is an adjustment for me as well. I\'m a fairly quick walker. When we\'re together, we do not walk my speed, we walk hers and sometimes it\'s aggravating because it\'s just so stinking slow... But as I\'m walking, I\'m trying to gauge her to see how far she\'s going to go and how the walking pattern is. If she\'s stumbling as we\'re walking out of the house, we\'re not going far... I don\'t know from which day to which day what it\'s going to be. It\'s just pay as you go..."

#### Mourning loss {#hex12600-sec-0021}

PwMS described a sense of frustration when comparing previous and current abilities. Caregivers of these individuals also expressed sadness at losing the freedom and independence to engage in activities they previously enjoyed because of the added responsibilities of caregiving.

Tina (PwMS) commented:"...To me when I think of it \[PA\], it\'s such a loss because it\'s more I think about what I used to do and what I would like to do...I used to dance and I used to teach fitness. I\'m still grieving that loss of not being able to do that..."

Tim (CG) also shared this experience:"There are chores that need to be done around the house and things that she \[PwMS\] used to do before that I have now taken over and that\'s offset some things that I used to enjoy. I used to go out for walks and hikes but I\'m now sticking around a little bit more to do more around the house"

#### Drivers of the cycle of disengagement {#hex12600-sec-0022}

As the dyads constructed their PA experiences, a set of drivers emerged as influencing the cycle of disengagement. These drivers constantly alerted participants to their poor functional status (eg, reduced mobility) when attempting to be physically active. For some PwMS, external issues such as lack of supportive resources in the home and community, and negative feedback from others resulted in the decision not to participate in PA.

Nicole (PwMS) shared this experience about limitations with resources in the community:"...even in the community, an exercise class, they\'re leading for like, you know, Joe Athlete. And it\'s like hey, you know, don\'t push people that can\'t do it. I mean yes, push them a little bit but don\'t make them feel degraded because they can\'t keep up. So I felt...I think they made me feel that I was sort of like taking up someone else\'s time who needed it more than I did. And so I just quit"

Eva (CG) reiterated this lack of supportive community resources:"I don\'t see a lot of support here. I know even with Nancy \[PwMS\] now they have called and they\'ve come over and they\'ve talked to her. But to actually recommend places to go for PA or things to do, I haven\'t seen that. And that\'s in 17 years"

Cathy (PwMS) shared her experience of receiving negative feedback from others:"My daughter told me to stop walking with them basically because it\'s embarrassing when I fall. And she\'s 6...I mean it\'s like that because I walked with them this one particular day, and you know, I mis‐stepped, just kind of fell over. But she turned around and looked at me and went, "Oh, mom Ah, it\'s embarrassing. I don\'t want you to walk us because it\'s embarrassing when you fall""

For other participants like Tom (CG), internal issues such as the presence of comorbidity reduced PA participation."... I was walking with Tracey \[PwMS\] but unfortunately I have arthritis in my hip now. And that comes with age and until I have that rectified, my walking is very limited**.**"

#### Breaking out of the cycle of disengagement {#hex12600-sec-0023}

As the dyads shared their experiences, it became apparent that the availability of supportive programmes and services or people (health‐care providers and social networks) halted the cycle of disengagement. Accordingly, these resources acted by providing the dyads with the information and tools needed to support learning new skills and action taking with regard to engagement in PA. Once the cycle of disengagement was successfully halted, the dyads described moving towards the cycle of adjustment, where they were able to make changes in order to improve their level of engagement in PA. For some dyads, these changes included planning and making small adjustments to their daily life to ensure that they could participate in PA during the day. For instance, Bob (PwMS) reflected on how he now takes the stairs at work instead of the elevator and how he has been walking over to his co‐workers' desk rather than emailing them.

### 3.3.3. Theme 3: Cycle of adjustment {#hex12600-sec-0024}

This theme was more apparent among dyads that were currently engaging in some PA and captured their reflections on the adjustments they had to make to incorporate PA into their daily routines. For most of the participants, the process of adjustment occurred over a long period of time, but as soon as they entered into this cycle, they reported needing less support to be able to maintain their PA. For these dyads, the adjustments involved redefining what PA meant to them and shifting their expectations on types of PA to engage in, as well as the mechanism of engagement. This theme was more common in stories shared by dyads who had been living with MS for many years and reflected in two subthemes: (i) acceptance and (ii) innovation and modification.

#### Acceptance {#hex12600-sec-0025}

The dyads talked at length about how having MS affected all aspects of their PA experience. They also shared the importance of accepting the reality of MS and adapting to the changes in their abilities to engage in PA, as well as the need to change the way they think about PA.

Linda (PwMS) shared:"...like I mean I\'ll do as much as I can for the first 2 hours in the morning whether it\'s cleaning the kitchen or whether it\'s up and down the stairs with laundry. And that\'s not every morning. But that\'s my exercise. And then I\'ll sit. And if I have to sit in my chair for 2 hours that\'s okay. And so I just have learned, which was really difficult, just to accept that, so I don\'t beat myself up about it or try and push myself too much. For me, PA -- housework, vacuuming, like it takes me 3 days to vacuum my apartment"

#### Innovation and modification {#hex12600-sec-0026}

Participants shared their experiences with finding other options or modifying existing types of activities so they could continue being active. Throughout this process, PwMS also reported working collaboratively with their family caregivers to problem‐solving and identify ways to ensure continuous participation in PA.

Leena (PwMS) described how she modified her PA:"So for me, I\'m doing things now modified. So I\'m still enjoying that I can do those things. Like for aerobics, I can, with the fan blowing on me in my basement, with the treadmill. And I\'m holding on because for me the big thing is balance or my legs giving out. So I can still get aerobics on the treadmill."

Jen (PwMS) described working collaboratively with her husband to generate ideas for activities that they could try together:"...I have cognitive difficulties too and I would get lost walking around shopping, which was very difficult to handle in the beginning. But it isn\'t now. My husband helped me with that. I\'ve got it, there\'s nothing I can do to change it. But I can work with it and with the support of my husband, coming up with other ideas about things we could do for PA. And that worked amazing."

4. DISCUSSION {#hex12600-sec-0027}
=============

While there is a growing body of evidence on the experiences of PA participation among PwMS, this literature has been individually oriented and focused primarily on people with mild‐to‐moderate MS‐related disability.[34](#hex12600-bib-0034){ref-type="ref"}, [42](#hex12600-bib-0042){ref-type="ref"}, [43](#hex12600-bib-0043){ref-type="ref"}, [44](#hex12600-bib-0044){ref-type="ref"}, [45](#hex12600-bib-0045){ref-type="ref"} Our study is unique because it explores the dyadic perspective of people affected by moderate‐to‐severe MS‐related disability about PA. This has not been done before. Given the literature suggesting the importance of treating the dyad as a unit, this work extends previous findings from populations with other chronic diseases such as cancer, dementia and cardiac disease[27](#hex12600-bib-0027){ref-type="ref"}, [46](#hex12600-bib-0046){ref-type="ref"}, [47](#hex12600-bib-0047){ref-type="ref"}, [48](#hex12600-bib-0048){ref-type="ref"} to people affected by moderate‐to‐severe MS‐disability.

Across the focus groups, the dyads were concordant in their description of PA as a structured--unstructured continuum. Several activities ranging from aerobic and resistance exercise training to leisure activities and common everyday actions were included in the continuum. The widely varied options for possible PA have been previously reported in survey studies identifying common activities self‐selected by individuals with less severe MS‐related disability.[45](#hex12600-bib-0045){ref-type="ref"}, [49](#hex12600-bib-0049){ref-type="ref"} Elsworth et al.[45](#hex12600-bib-0045){ref-type="ref"} observed that swimming, stretching and walking were the favourite activities selected by 27 PwMS who completed questionnaires as part of a larger focus group study. This evidence was extended by Weikert et al.,[49](#hex12600-bib-0049){ref-type="ref"} who reported that the most common activities selected by 272 PwMS in a cross‐sectional survey study were walking, weight training and bicycling.

Many participants in our study, especially those individuals with a more severe disability, described engaging in activities in the unstructured end of the continuum. We speculate that this finding may have at least two explanations. First, in clinical practice and research, PA programmes typically focus on exercise training, a subset of PA. Such programmes have traditionally excluded people with higher disability levels.[50](#hex12600-bib-0050){ref-type="ref"}, [51](#hex12600-bib-0051){ref-type="ref"} Thus, these individuals may feel that they have no support to engage in the more structured programmes offered in exercise facilities. Second, PwMS were historically told not to engage in PA because of the belief that it can exacerbate the disease process and result in worsening of symptoms especially fatigue.[52](#hex12600-bib-0052){ref-type="ref"}, [53](#hex12600-bib-0053){ref-type="ref"} It is possible that some participants in the study still hold some of these beliefs and do not participate in structured exercise to avoid fatigue. This possibility underscores the important role that health‐care professionals have to play in educating people with MS on PA and exercise as a therapeutic strategy for MS management, a finding supported by Learmonth and colleagues in their recent qualitative studies.[54](#hex12600-bib-0054){ref-type="ref"}, [55](#hex12600-bib-0055){ref-type="ref"}

Some participants also discussed having to move from the structured to the unstructured end of the continuum to enable recovery after experiencing a severe relapse. This finding may be due to the perceived need to reduce the amount of PA participation in order to prevent worsening of the relapse and its symptomatic manifestations, although studies suggest that PA may be safe during a relapse.[52](#hex12600-bib-0052){ref-type="ref"} This study is the first to show that unstructured and structured PA are not mutually exclusive and that PwMS who have moderate‐to‐severe disability and their family caregivers can go back and forth along the continuum depending on individual circumstances. This finding suggests that a degree of choice and flexibility may be required when designing programmes to support sustained PA participation among those affected by moderate‐to‐severe MS‐related disability. The dyads were also concordant in their beliefs about the benefits of an active lifestyle, corroborating findings from previous individual‐level qualitative research in MS.[33](#hex12600-bib-0033){ref-type="ref"}, [34](#hex12600-bib-0034){ref-type="ref"}, [43](#hex12600-bib-0043){ref-type="ref"}, [44](#hex12600-bib-0044){ref-type="ref"}, [55](#hex12600-bib-0055){ref-type="ref"}, [56](#hex12600-bib-0056){ref-type="ref"}, [57](#hex12600-bib-0057){ref-type="ref"}

The current study has highlighted a novel finding in relation to the influence of mutuality on the dyads' participation in PA. Participants in this study described PA as an interpersonal experience, with caregivers and care‐recipients sharing very similar struggles, frustrations and adjustments. Considering that PwMS and their family caregivers often react to the impact of the disease as one interdependent unit,[11](#hex12600-bib-0011){ref-type="ref"} this finding has implications for the design of future interventions. By designing an intervention around equal participation of the dyad in PA, researchers can simultaneously target the health and well‐being of both caregiver and care‐recipient with MS. This approach may be practical in combating the threats that MS and caregiving place on the health of each partner and on them as an interdependent unit.

The dyads in this study also described how the complex interactions between issues related to physical (dis)abilities, loss of independence and freedom, changes associated with MS and negative feedback kept them in the cycle of disengagement and limited the types of PA they could engage in, as well as the mechanism of engagement. This finding highlights the multidimensional nature of PA behaviour, and the crucial roles that physical and psychological factors play in its initiation and maintenance. In clinical practice, a coordinated multidisciplinary health‐care approach targeting the various dimensions of PA may help support sustained behaviour change among individuals affected by moderate‐to‐severe MS‐related disability and those who support them. The need for PA promotion through coordinated health care involving several health professionals has been echoed in previous studies among populations with neurological conditions including MS.[54](#hex12600-bib-0054){ref-type="ref"}, [56](#hex12600-bib-0056){ref-type="ref"}, [58](#hex12600-bib-0058){ref-type="ref"}, [59](#hex12600-bib-0059){ref-type="ref"}, [60](#hex12600-bib-0060){ref-type="ref"}

The dyads that were able to break out of the cycle of disengagement and enter the cycle of adjustment discussed the importance of supportive resources in the community and within their social networks. These supportive resources were described as the places, programmes and services or people that participants turned to for tools and assistance to support their engagement in PA. Previous studies have repeatedly emphasized the beneficial effect of supportive resources on PA participation among people affected by chronic neurological conditions including MS,[61](#hex12600-bib-0061){ref-type="ref"}, [62](#hex12600-bib-0062){ref-type="ref"}, [63](#hex12600-bib-0063){ref-type="ref"}, [64](#hex12600-bib-0064){ref-type="ref"} although studies have predominantly focused on the effect of supportive resources on the individual with the disease. In line with Cohen and colleagues[65](#hex12600-bib-0065){ref-type="ref"} and findings from our study, this body of evidence suggests that strategies such as exposure to peer mentoring support groups at regular intervals and providing advice on practical aspects of engaging in PA may enhance perceptions of social support for dyads affected by moderate‐to‐severe MS‐related disability.

The dyads that were engaging in PA described how they had to accept the reality of MS and work collaboratively together to identify ways of successfully increasing levels of PA. The collaboration described by the dyads also manifested in terms of shared solutions to challenges and emotional support to cope with changing abilities and negative feedback. The positive influence of collaboration within dyads is consistent with previous research evaluating the efficacy of collaborative action on changing dyadic health behaviors.[66](#hex12600-bib-0066){ref-type="ref"}, [67](#hex12600-bib-0067){ref-type="ref"}, [68](#hex12600-bib-0068){ref-type="ref"} For instance, Prestwich et al.[68](#hex12600-bib-0068){ref-type="ref"} reported that participants who planned PA together with a friend or family member including when and where they would engage in these activities were more physically active than those who planned and acted in isolation. Other researchers have also demonstrated that collaborative adjustment between dyads provides greater perceived control and is associated with better physical health outcomes for the dyad.[25](#hex12600-bib-0025){ref-type="ref"}, [27](#hex12600-bib-0027){ref-type="ref"}, [30](#hex12600-bib-0030){ref-type="ref"}, [69](#hex12600-bib-0069){ref-type="ref"} Overall, these findings further emphasize the need for researchers and clinicians to situate the focus for intervention development on the needs of the dyad, a practice that has shown beneficial effects in populations with other chronic diseases such as cancer, dementia and cardiac disease.[27](#hex12600-bib-0027){ref-type="ref"}, [46](#hex12600-bib-0046){ref-type="ref"}, [47](#hex12600-bib-0047){ref-type="ref"}, [48](#hex12600-bib-0048){ref-type="ref"}

4.1. Limitations {#hex12600-sec-0028}
----------------

This study has some limitations that warrant consideration. First, our sample comprised majorly of middle‐aged (40‐59 years) and older adults aged ≥60 years. Given the literature suggesting that middle‐aged and older adults with MS are less physically active than young adults affected by the disease,[70](#hex12600-bib-0070){ref-type="ref"} it is possible that our findings may have been influenced by age‐related factors in addition to MS‐disability. Future researchers may want to explore the differences in PA perspectives between young and older adults affected by moderate‐to‐severe MS‐related disability. Second, we did not have objective information on the PA levels of all our participants. Future researchers may want to gather this information in next studies to provide additional depth of analysis.

Third, although we utilized many strategies to recruit both members of the dyad, recruiting family caregivers proved to be challenging. As a result, a "selection effect" may have occurred where the caregivers who participated in the focus groups may have been different from those who chose not to participate. Fourth, we combined caregivers and PwMS in the same groups rather than having separate groups. While this strategy allowed for an in‐depth exploration of coconstructed experiences, it may have influenced what the partners felt they were able to say during the groups. For example, caregivers may have wanted to protect their care‐recipients by not expressing certain views and vice versa. It is therefore possible that we may have been able to further tease out the nuances of the PA experience between caregivers and PwMS if we had conducted additional separate groups and this would be an interesting avenue for future research.

In addition, it is possible that the amount of caregiving time may influence perspectives on PA. Our study is limited by not having detailed information on caregiving time and tasks. Future researchers in these areas are encouraged to gather this additional information to look at this relationship. Finally, some of the challenges associated with focus groups include domineering or quiet members, the moderator\'s inability to control the course of discussion and the unnatural setting in which the interviews are conducted.[71](#hex12600-bib-0071){ref-type="ref"}, [72](#hex12600-bib-0072){ref-type="ref"} In this study, we attempted to manage these challenges through training of the facilitator, supervision by a senior investigator during each focus group, using a small group composition and ensuring that the focus groups occurred at a place and time of convenience for the participants.

5. CONCLUSION {#hex12600-sec-0029}
=============

This research has highlighted the need for both people with MS and caregivers to adapt to the impact of the disease on their lives and work together to find options to engage in PA. Given that participants described PA as a continuum of widely varied activities, interventions should not solely focus on promoting structured exercise, but also encourage everyday PA while taking the needs of both caregivers and care‐recipients into consideration. These findings highlight the vital importance of adopting an integrative approach that acknowledges the dyad as a focus for PA interventions, which is highly relevant given the rising burden of MS on society.
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